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 As the holidays approach, most of us will be reflecting on how the tragedy of September 11 has affected 
our life and on how we have managed to stand together to overcome difficulties and become better 
mothers, fathers, sisters, brothers, grandparents, and just better persons. 
 
We are not strangers to tragedies, I still remember the date of my diagnosis, I was not afraid, just sure 
there had been a mistake on the test.  How little did I know !!!!  I actually thought that HIV/AIDS was 
something that couldn’t happen to me.  Well, after three tests reality kicked in, and many, many questions. 
The first  personal difficulty was about my children, my husband, my parents and immediately after that, 
was the debate of whether or not I wanted to get involved with my illness and the implications that are 
included. Education was my priority, after reading all the books that I found about HIV/AIDS the phrases 
that kept coming to my mind were prejudice, stigma, rejection and so on… that urged me to shield my 
family against the negativism encircling this disease. 
 
Whether you are open to your diagnosis or not, you are here to stay, and with the 'cocktails' you will stay 
longer.  We need to be together with families, peers, friends, providers, with our communities to shield 
ourselves with their knowledge and care to get stronger and wise to be able to overcome difficulties or 
tragedies.  
 
Go Forward Always!!!!   Adelante Siempre Adelante!!!! 
 
 
 
 
Fernanda Gudino-Valentin 
Coordinator of Family Support Initiatives 
 
 
 
 
 
 
 
 
 
 
 
 
 
In this issue… 
Hear from women who attended the VOICES conference in Washington, D.C. with the 
FAN (Family Advisory Network)…  Learn about the HIV University offered in 
Springfield/Holyoke... Get information on how you can be a part of the FAN…  Find out 
what MassCARE teens thought about the Ryan White Youth Conference in Denver, 
Colorado… And MORE! 
  
 
 
 
 
 
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
MassCARE Milestones 
 
MassCARE welcomes Cathy de la Cruz, case 
manager at Greater Lawrence Community Health 
Center and Leticia Lopez , case manager at 
Lowell Community Health Center. 
 
MassCARE has a new community site!  In 
October 2001, MGH Community Health 
Associates in Chelsea/Revere began offering 
MassCARE services to clients.  Gayle Hearns is 
the MassCARE Coordinator for the site.  
Welcome Gayle! 
 
In the summer of 2001, the FAN (Family 
Advisory Group) sponsored their two annual 
events: the family networking day and the parent 
retreat.  Thanks to all the families that joined us 
for these great events! 
 
Valerie Brown is now serving as MassCARE’s 
Director.  If you have any thoughts or feedback on 
MassCARE services, she’d love to hear them!  
She can be reached at 617-624-5954. 
 
In May 2001, thirteen women from the 
Springfield/Holyoke area graduated from HIV 
University, an intensive HIV education training.  
The women designed their own curricula based on 
their interests.  Meliset Garcia and Rosalinda 
Pedraza, graduates of a HIV University held in 
San Francisco helped organize the Massachusetts 
training.  Another HIV University will be starting 
in spring of 2002.  There will be a flyer going out 
to all MassCARE sites. 
 
Fernanda Gudino-Valentin represented 
MassCARE at a panel during the "Partnerships 
For Quality" conference held October 26, 2001. 
This forum brought together managed care plans 
in Massachusetts, parents, health care providers, 
and government representatives to share 
information about children with special health 
care needs.   Thanks to Fernanda for making sure 
families affected by HIV were represented! 
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We hope you enjoy our newsletter.  We welcome 
your comments and ideas for future editions.  
Contact us via email at 
fernanda.gudino-valentin@state.ma.us or by phone 
at 508-792-7880 x 2322. 
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Mark Your Calendar 
 
 
Ryan White National Youth Conference on 
HIV/AIDS: Washington, D.C. February 15-18, 
2002 
 
The Ryan White National Youth Conference on 
HIV/AIDS is the only national conference 
dedicated to building the skills.  MassCARE hopes 
to send several teens to this conference, contact 
your MassCARE coordinator if you are interested 
in attending.  
 
 
VOICES 2002: The National Conference on 
HIV/AIDS and Children, Youth & Families: 
Washington, DC May 4 - May 7, 2002  
 
Voices 2002, AIDS Alliance's eighth annual 
conference, is for anyone who wants to help 
improve the lives of children, youth, women, and 
families affected by HIV/AIDS. Participants will 
include people living with and affected by 
HIV/AIDS, health care and social service 
providers, mental health professionals, peer 
educators, program administrators, researchers, 
and advocates 
 
MassCARE will again be sponsoring individuals 
to attend this outstanding conference – more 
details to come on how to apply to attend at future 
FAN meetings. Or, call Fernanda Gudino-Valentin 
at (508) 792-7880 x 2322. 
 
MassCARE Retreat 
June 14 – 16 2002 at Craigville Conference Center 
on Cape Cod.  Come share a weekend with other 
parents like you to learn, make new friends and have 
fun! - watch for more details in future issues. 
 
 
Family Networking Day  
July 2002 – stay tuned for more details in the next 
newsletter. 
 
 
 
Clinic and Special Events 
Schedule Per Site 
Brockton:  The MassCARE site has begun a bi-
monthly support group for persons who care for 
children with HIV/AIDS and a concurrent art group 
for the kids, led by Art Therapist Linda Lufkin. Other 
ongoing events include the Thursday night VIP (HIV) 
clinic at the Brockton Neighborhood Health Center, 
monthly consumer luncheons (in October, a Halloween 
party and in November, a Thanksgiving dinner), and a 
monthly HIV & Youth Network meeting. The 
pediatric clinic at Brockton Hospital in conjunction 
with Boston Medical Center will begin in the next few 
months.  Contact Donna Costa at 508-580-0219 for 
further information. 
 
MGHChelsea/Revere: Clinic is Wed. afternoons from 
12:00 P.M. - 6: P.M. in Chelsea, MA.  A co-ed support 
group will start in January 2002, Weds from 6 – 8 pm.  
The testing sites are: Tues. 1:30 - 3:30 + Thursdays 
3:00 - 6:00 P.M., at our Chelsea site.  On Thursdays 
from 5:30 P.M.- 7:30 P.M., in our Revere site.  
Contact Gayle Hearns at 617-887-3503. 
 
Lawrence:  Clinic continues to be held the first and 
third Wednesday of each month at the Greater 
Lawrence Family Health Center.   Please note: Clinics 
will be held at a new location, 700 Essex Street in 
Lawrence.  For more information, contact Donna 
Picard at (978) 689-6731 
 
Lowell: Clinic is held the second Wednesday of the 
month at Lowell Community Health Center, 585 
Merrimack Street, Lowell.  For more information, 
contact Donna Picard at (978) 689-6731 
 
New Bedford: Clinic is held the third Thursday of 
each month from 9 a.m. – 12 noon at the Greater New 
Bedford Health Center, 874 Purchase Street, New 
Bedford.  Family Support Group, is for primary 
caretakers of HIV positive children, their children, and 
their family members.  The group meets the second 
Thursday of the month. For more information, contact 
Louise Norko or Libby Robert at (508) 992-6553.  
 
Springfield:  Clinic is held in Springfield at 3300 
Main Street on Mondays from 9-11:30am and 
Thursdays from 2-5pm.  Clinic is held in Holyoke at 
Holyoke Pediatric Associates, 150 Lower Westfield 
Road on the 4th Wednesday of every month. 
Parent/child support group meets on the 2nd Tuesday 
of every month. Teen support group meets on the 3rd 
Wednesday of every month. Contact Eileen Theroux 
(413) 794-5054 for further details. 
 
 
Teen Talk 
 
Ryan White National Youth Conference 
 
In February, three MassCARE teens, A. (a young man), and J. and A. (two young women) along with 
Frances Santiago, MassCARE Coordinator in Springfield/Holyoke, and Valerie Brown, MassCARE’s 
Program Director, attended the Ryan White National Youth Conference in Denver, Colorado.  After a 
number of travel difficulties, the group arrived safe and sound (but tired), and ready to learn.  Here are some 
of their thoughts about the conference and what they learned. 
 
A., our male participant, had attended several HIV related conferences and events before, and found this 
conference to be “one of the best.”  A. attended a session on stress relief /relaxation techniques that focused 
on releasing emotional stress, a session which showed a youth-run HIV support and educational group which 
had toured the country, and a session that taught how to use drama and guessing games to educate people 
about HIV transmission. 
 
Although he enjoyed the workshops, the best part of the conference for A. was meeting new friends who 
understand what its like to be infected or affected by HIV, and reuniting with old friends from Camp 
Heartland, a summer camp for HIV infected/affected youth that A. attended in the past. 
 
Even though the conference was focused towards youth, Frances and Valerie enjoyed themselves and 
learned much.  Valerie found it very interesting to learn how other states involve youth in HIV prevention 
and care.  Her favorite workshop was about how HIV prevention for teens is addressed in Europe, where 
people have more relaxed attitudes about discussing sexuality.  The other highlight for Valerie was an 
evening outing for roller-skating!   
 
To close, here’s what one of our girls had to say about the conference: 
 
“My experience was a privilege.   I enjoyed it a lot.  This trip taught me a lot.  I thought it was going to be 
boring, but it was fun and educational.  It showed me not to be afraid of expressing my feelings, and how to 
meditate when I’m feeling stressed or confused.  They taught me how important it is to take my medication 
and how it can save my life.  They even showed us how to protect ourselves from others.  It showed me if I 
wanted to reach out I could  - so that’s why I’m writing this letter and to remind not just youth – adults too – 
watch what you are doing because we are one and one can make a difference.” 
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On the last day of the conference, we had a chance 
to meet with Senate representatives on Capital 
Hill.  In previous years I was intimidated seeing 
our legislators in all the trappings of power and 
marble, but we were 22 people from 
Massachusetts -  we were all there to put a face on 
families living with this disease.  My partner and I 
both spoke on that last day and as we listened to 
each other and other families our feelings of 
intimidation disappeared.  We knew why we had 
to speak, why it is imperative to be heard because 
we are the voices and the faces of HIV. 
 
-C.C. and L.P. 
 
 
I was overwhelmed with thanks for being given 
the opportunity to attend the VOICES 2001 
conference held in Washington, D.C. through the 
MassCARE program. Upon my arrival I was 
fascinated by the accommodations and hospitality 
that was given to each individual’s own personal 
needs.  The hotel we stayed at was beautiful and 
the staff were very gracious.  The first evening 
people arrived from across the globe.  I viewed 
and read the name tags that identified what state 
they had traveled from.  Each individual had 
brought with them strength, encouragement, tears, 
and fear, yet we shared a common goal – a goal to 
come together teaching one another through our 
personal experiences.   
 
Voices 2001 has allowed me to become a part of 
many lives across the world.  We have bonded 
together and formed a chorus that reflects many 
lyrics but we sing one song. – a song I realized 
displays strength, peace and most of all 
acceptance and love.  I have been given the 
opportunity to sing to the world.  We will all 
return home to share and encourage in preparation 
for our next stage debut of VOICES. 
 
When we have stood together as one 
What a beautiful song we have sung. 
 
-D.Q. 
 
 
 
On May 4 –8 2001 I had the privilege of attending 
the VOICES 2001 conference in Washington D.C.  
This is a yearly event held by the AIDS Alliance 
for children, youth, and families.  I was sponsored 
by MassCARE. 
 
I had been to this conference before, but this year 
the word family had special meaning for me, as 
my partner was coming for the first time.  I was 
looking forward to sharing the experience with her 
and for her to know for herself the special 
meaning of the conference and why I attend it.  
Also, experiencing it through “new eyes” would 
bring insight to us both. 
 
Before I was able to attend this annual conference, 
I felt alienated from the HIV community.  I 
remembered the first time I came to VOICES I 
was amazed to see other families like mine from 
across the country.  I was surprised at how 
different states approach healthcare for children 
and families. 
 
In Philadelphia, for examples, there are clinics  
that treat the whole family at once, be it 
grandmother with heart disease, a mother with 
HIV/AIDS, or a father caring for an affected 
child.  They could all receive care at the same 
time. 
 
We heard several stories, one being from a 
southern state, about an infected mother who 
could only received certain prescriptions due to 
the small list of drugs approved by the state. 
 
I was encouraged to find that Massachusetts had 
greater access to healthcare than a lot of other 
states, but disheartened that the progress was slow 
going in other areas. 
 
My partner and I were very welcomed by the 
families that came and she would say later that it 
was that we all had a common bond that would be 
meaningful throughout our life. She said it was 
like a “big hug” from the community we are now 
and forever a part of. 
 
We were able to participate in many workshops 
and found the opening plenary, with its many 
speakers, to be the highlight of the trip. 
 
Views from Voices 2001 
 MassCARE Fathers Group 
 
Emotional  Relief 
 
 
 
I never heard of a fathers group who have relatives living with the AIDS virus.  I lived in a silent 
world until, one day, I was told at the hospital that a group of fathers and older brothers was to start to 
speak about anything that bothered them and to share new information about medication.  
 
In the beginning I was afraid of going because I feared encountering someone I knew, but that was 
not the case.  On the contrary, I met new friends.  These are people who share my own feelings; 
something in particular unites us.  When we meet we laugh and engage in conversations.   We forget 
about everything and share like family.  I have discovered that expressing myself is the best way of 
working through feelings that I have in my heart.   
 
I invite all fathers not to be intimidated and join us to share their concerns.  We do have a great time 
in the fathers group.  I assure you of  that.       
 
 
Oscar 
 
 
 
 
  
 
PROPOSED FAN MEETING SCHEDULE  
 
“At A Glance” 
 
We meet the third Friday of each month 
 
2002 
 
  January 18, 2002 Regional FAN meeting     Lowell/Lawrence 
  February 15, 2002 Regional FAN meeting     New Bedford/Brockton 
  March 15, 2002              Regional FAN meeting     Springfield 
  April 19, 2002  Statewide FAN meeting     Worcester/Auburn 
   
May 4-7, 2002  VOICES 2002                      Washington, DC 
  June 14-16, 2002 MassCARE Retreat 2002    Craigville, MA 
  July   MassCARE Family Network Day  location to be determined 
   
  August 16, 2002 Regional FAN meeting     Lawrence/Lowell 
  September 20, 2002 Regional FAN meeting     New Bedford/Brockton 
  October 18, 2002 Regional FAN meeting     Springfield 
  November 15, 2002 Statewide FAN meeting     Worcester/Auburn 
  December 13, 2002 Regional FAN meeting     Lowell/Lawrence 
                      
 
The FAN (Family Advisory Network) offers many ways for families living with HIV to support each other 
and become involved.  Families do not have to get their care at a MassCARE clinic in order to participate in 
many of the FAN activities.  Come check us out – we love to see new faces at our meetings!  
We provide transportation, reimburse childcare and cash stipends are given at the end of the meeting.   
For more info please call Fernanda Gudiño-Valentin at 508-792-7880 xt.2322 
 
We developed our first peer-based treatment 
education program with the generous help from 
Glaxo-Smith Kline’s small seed grant and the 
support from MassCARE in February 2001. The 
university is a diverse community of women 
working together to: 
 
 Help women learn more about health issues 
 
 Educate and empower women to advocate for 
themselves 
 
 Provide information and support to women 
 
 Educate the public about HIV/AIDS and women 
 
It was a great feeling to see this HIV-U develop a 
training for women in May of 2001.  I could 
quickly sense their commitment and passion to 
bring information to women in their community. 
They worked diligently to protect everyone’s 
confidentiality.  These thirteen women supported 
one another and allowed themselves to experience 
determination, pain, stories of diagnosis and grief 
but at the end it was an honor to see all these 
women standing united.  Their enthusiasm 
inspired me deeply because deep down I knew 
that I had started something bigger than what I 
could see, which was the accomplishment of these 
women getting together and working towards 
something that they believed in.  As those women 
received diplomas on graduation night, they 
taught me that it is possible to make a difference.  
I will treasure that experience forever.  I remind 
myself by saying “ this is our university”.  
 I look forward to recruiting more women again in 
the spring of 2002.  There will be a flyer going out 
to all MassCARE sites.  Hope you will be part of 
the HIV-U program for women. 
 
 
- Meliset Garcia 
 
 
 
  
 
HIV University 
 
HIV-University  began in Oakland, California.  It 
was the idea of a woman named Rebecca Denison, 
the founder of WORLD “Women Organized to 
Respond to life-threatening Diseases “.  She is a 
woman living with HIV who was unable to find 
any resources for herself.   She decided to do 
something about it, she began researching 
everything about HIV/AIDS and women.  She 
developed the concept of HIV University; a peer 
based treatment education program.  Each HIV-U 
is different because the women in the university 
design the program.  They develop the trainings 
and classes.  They elect Deans, to help organize 
and manage different responsibilities in planning 
the education program and the graduation 
ceremony.  
 
I have to say that Rebecca inspired me because I 
could relate to her concerns about issues women 
deal with.  As a Peer Advocate for HIV/AIDS, 
Consultant, and Community Activist for 
“MassCARE” at Baystate Medical Center I focus 
my strength on helping women and families living 
with HIV/AIDS.  I also focus my energy on 
education, prevention, and towards speaking out 
tent the need for adequate healthcare for women 
and families living with WV/AIDS.  So, like 
Rebecca, I also want to make a difference.   
 
I empowered myself to speak to another positive 
woman about the concept of starting an HIV-U in 
our community.  We both understood how 
important it was to allow women the opportunity 
to make informed decisions about their own 
healthcare.  We discussed details about a training 
that was going to take place in San Francisco, 
California in November 2000.   I told her that we 
would he committing to a process if we are 
selected.  We agreed, applied, and waited to see 
what would happen.  Well, guess what? We were 
one of the ten groups selected out of hundreds that 
applied.   I was excited and felt very privileged.  
 
We trained intensively that week in San 
Francisco, but we were well on our way to start 
implementing the first HIV-U in the community, 
which we both live in.  I’d have to say that the 
most difficult process was recruiting women, due 
to the fact that most of them have barriers, and we 
had to help them find a way to work around some 
of these issues. . Different resources and agencies 
helped us lead successful meetings. Once the 
recruiting was finalized, we created a safe 
environment where women could talk about issues 
and concerns. 
 
 
  
 
 
 Learn about Lab Work 
Monitor your own health. By that I mean always ask 
for copies of your blood work and by hook or by 
crook, learn to read them. This is very important. For 
example: if you’re feeling extremely fatigued, and you 
notice that your white or red counts are falling, then 
it’s a good chance you have anemia. Bring it up with 
your doctor and say, “Lets go over these labs and look 
at my trends. Could I have anemia? ... Let’s fix it.” 
Anemia is very common in women and can be HIV 
related or medication related. Become your OWN 
assistant in getting rid of that fatigue! 
 
Viral Loads 
If you need help in learning to read your lab work, you 
can call one of the many agencies and ask to speak to a 
treatment advocate. In fact, you can call Women Alive 
at 1.800-554-4876. A fully informed HIV/AIDS 
treatment information specialist will help you. 
Of course, watch your T-cell counts, and ladies, if you 
can, get your viral loads done. Medical will 50011 be 
paying for this, but there are other ways to get your 
viral loads done for free, like joining a study. This is 
very important because you can gauge how active the 
HIV is in your system. If your viral load is high, say 
over 100,000 copies, you might want to rethink your 
medication strategy with your doctor. Remember, 
these HIV drugs only last for so long, and then you can 
get resistance. The viral load test is a very new and 
important marker. Say that you’ve been on AZT, ddl 
and 3Tc for 6-12 months. In that time period, you 
notice that your T-cell count is dropping and your viral 
load is rising. Well, it’s time to change medicines. 
Maybe it’s time to even consider a protease inhibitor. 
If you go on a protease inhibitor, and notice the same 
trend after 6-12 months, TALK TO YOUR DOCTOR! 
Everyone’s virus is different. Somewhere out there is 
the right combination for you. Be pro-active in your 
healthcare. 
It’s Up to Us 
Lastly, remember that our doctors are people too. Just 
because they are doctors, doesn’t mean that they aren’t 
prone to human failure; it happens to the best of us. Be 
good to yourself, and take hold of your health care. 
Only you truly know that there could be something 
“wrong.” Ultimately, only we can make an enormous 
difference in our quality of care and our quality of life. 
Take care and be well. 
  
 
 
 
 
 
 
 
  
 
 
 
 
 
 
Awareness Is Life -  Involvement Is Power 
 
Dealing with doctors seems to be an issue that comes 
up a lot for women who have HIV/AIDS. Sometimes 
we just go to our doctors for a regular checkup and to 
get our blood work done. But, more often than not, we 
are at the doctors office because something is going on 
that is causing us not to feel well. Not feeling well can 
automatically put you in a vulnerable position. You’re 
tired of feeling sick, you’re worried that something 
new and weird is going on in your body, and if you’re 
like me, you re also concerned that some part of the 
diagnosis will be missed. Or maybe, whatever is 
causing the problems is not your primary physician’s 
specialty. Most of us are all too familiar with this 
scenario. We are sent to yet another new doctor to 
figure out our problem and we have to explain 
everything all over again. 
 
Helpful Tips 
I know it’s hard when you don’t feel well. We can 
easily get overwhelmed with emotion; primarily fear 
and frustration. I have been infected with HIV for 
several years. Over the years I’ve come up with a few 
little things that make a big difference. There are some 
things that] do to make this process of getting health 
care easier for me.  You might want to try some of 
these tips to make your life a little easier. 
Think of your doctor as a partner who is there to help 
you make decisions about your care. When your doctor 
walks in the room, clearly explain as thoroughly as 
you can, exactly what the problem is. It will help the 
doctors to help you, if you are as clear and concise as 
you can possibly be. It often helps to write everything 
down before you go in. Bring your notes with you. 
Include things like nagging symptoms that may come 
and go. Or if you need refills of medications it really is 
so easy to get caught up in conversations about various 
issues and forget to ask for medications, etc. Many 
times I’ve walked out of the doctors office and 
thought, “Oh Hell, I forgot to show him that raging 
thrush in my mouth.” Then I have to call and tell the 
doctor about it. It can be very difficult to get an 
immediate phone call back. This is somewhat 
understandable. Remember, doctors also have their 
workload. Often, they see hundreds of patients. 
Because of the nature of this disease, there is always 
someone who is sicker than you and the doctors have 
to prioritize. But a doctor should always return your 
phone calls. If they don’t, it’s up to us to call them on 
it! Don’t feel afraid. After all, they do work for us. 
 
 
 
 
Learning to Be Assertive with Your 
Doctor 
By Donna Cary 
Reprinted from Women Alive, Summer 1996 
 
